ABSTRACT
BACKGROUND
In the United Kingdom (UK), the term learning disability is synonymous to intellectual disability. My interest in caring for distressed People with Communication Difficulties and a Learning Disability (PCDLD) in palliative care settings was developed from working with adults with learning disabilities with complex health needs and life limiting conditions (LLCs) and the realisation that providing optimum palliative care to distressed PCDLD was inadequately addressed. I realised that this inadequacy was sometimes exacerbated when these individuals were unable to communicate their distress in a way that carers and staff could interpret. This impacted upon the care provided and accessibility to appropriate services including palliative care.
A personal experience of caring for a man with bowel cancer and pneumonia who died suddenly and the difficulties encountered in understanding and addressing his distress, by the learning disability nurses and palliative care professionals involved in his care, emphasized this inadequacy. This personal experience of providing care alongside the critical review of existing literature, revealed scarcity of applicable and dependable research that could contribute knowledge to the care strategies used by registered learning disability nurses (RNLDs) and palliative care professionals (PCPs) to identify and respond to the distress of PCDLD in palliative care settings.
It is worth-mentioning that in the context of this study, PCPs encompassed clinical nurse specialists, a palliative care nurse, and palliative care social worker. RNLDs included community learning disability matrons, nursing home managers, staff nurses and learning disability nurses with specialist training in older adults with dementia, epilepsy, and health facilitation (See Table 1 ). Both the RNLDs and PCPs were directly involved in the care of distressed PCDLD in a palliative care setting 
INTRODUCTION
Using the findings of a research study, this paper will illustrate the care-strategies used by registered learning disability nurses (RNLDs) and palliative care professionals (PCPs) to identify and respond to the distress of people with communication difficulties and a learning disability (PCDLD) within palliative care settings.
As with the general population, people with learning disabilities experience a range of life-limiting-conditions (LLCs) and need palliative care (Evans et al., 2012) . For the RNLDs and PCPs, being able to provide palliative care to distressed PCDLD especially, when these individuals are faced with LLCs and death can be problematic and requires certain proficiencies. First, proficiencies needed to identify and alleviate distressing symptoms. Second, an understanding of distress, given that distress is a complex construct (Regnard et al., 2006) .
In terms of proficiencies needed to alleviate distressing symptoms, this can be problematic for the RNLDs and PCPs due to the different categories of learning disabilities that effect a person's cognitive, psycho-social, and communication abilities and thus, impacts on how they communicate distress (Regnard, et al., 2006; Brown, et al., 2005; Evans, et al., 2012) . In the UK, learning disabilities encapsulates significant limitation in intellectual functioning with intelligence quotient that is below 70 and significant limitations in adaptive behaviour as portrayed in conceptual, practical, and social skills, which begins before the age of 18, (Schalock et al., 2010) .
It affects about 2.5% of the population in the UK, with numbers likely to increase every year (Emerson and Hatton, 2008; Emerson et al., 2012) . In England 1, 087,100 people who are known to the services are living with learning disabilities (Hatton et al, 2016) and there are four categories of learning disabilities namely: mild, moderate, severe and profound learning disabilities (DH, 2001) .
A person with a mild learning disability (LD) has an IQ score that ranges from 50-70.
The individual is often able to attain basic educational skills. Many are quite self-reliant in meeting their activities of living such as personal self-help skills. In some cases, the person can live independently with support from a carer or a family (DH, 2001 In terms of the complexity of the concept distress, the predominant challenges that professionals encounter as reflected in the literature are associated with defining and differentiating the physiological, psycho-social, and spiritual components inherent in distress (Abelloff, 2004; Ridner, 2004) . Furthermore, it is clear within the literature that distress does not have a common meaning among carers, it is not only related to pain, and is rarely portrayed from a holistic perspective (Regnard et al., 2006) . Distress is often presented from physiological perspective with most papers focusing on the experience of pain, (Donovan, 2002; Hunt et al., 2003; Manfredi et al., 2003; Foley and McCutcheon, 2004) . Papers reflecting psychological perspectives relate to emotional issues and grief (Summers and Witts, 2003; Ryan et al, 2005) . Other literature on distress tends to focus on communication difficulties (Black and Hyde, 2004; Todd, 2005; Tuffrey-Wijne and McEndhill, 2008; Cartlidege and Read, 2010) .
Additionally, healthcare professionals often assume that assessing or detecting pain by observing behaviour or using self-report measures can provide accurate measures of distress or pain (Foley and McCutcheon, 2004) . However, evidence suggests that these assessments are insufficient to address the needs of people with learning disabilities especially, when they are unable to communicate verbally their discomfort and when utilised by healthcare professionals who lack the necessary communication and care-skills (Foley and McCutcheon, 2004 
THE STUDY

Methods
The aim of the study was to gain an in-depth phenomenological understanding of the care strategies used by registered learning disability nurses and palliative care professionals to identify and respond to the distress of people with communication difficulties and a learning disability in palliative care settings.
The objective was to critically explore the lived experiences of RNLDs and PCPs who care for distressed PCDLD in palliative care settings. Participants who did not meet the above criteria were excluded.
To recruit participants, initial approaches were made to managers or gatekeepers to clarify that the research numbers would be available. Following approval from the university based School Research Ethics Panel (SREP) and permission from the unit managers of the organisations where interested participants work, formal letters of invitation to take part in the study were sent to RNLDs and PCPs who had expressed an interest in taking part in the study.
An informed consent form and an information sheet detailing the nature and purpose of the study were also enclosed. The information sheet clearly stated that participation in the study would depend on meeting the inclusion criteria and giving informed consent by signing the written consent form. Participants were not compelled to sign and were free to withdraw from the study at any time by contacting the researcher.
Interested participants were contacted by phone or email to set a date, time, and place for a meeting, during which participants could ask for any clarifications regarding the purpose of the study. Then a date, time and agreed convenient place was set for the interviews.
Data collection methods and procedures
In a short piloting phase, initial semi-structured questions were piloted with some RNLDs and PCPs who had no intention of participating in the study. The pilot was significant and successful because it allowed for the suitability of the questions to be tested and for the questions to be refined before the commencement of the actual data collection.
Data were collected by in-depth, semi-structured, face to face, audio-recorded interviews, fieldnotes, and a demographic questionnaire. The period of data collection was from 2011-2014
The interviews followed a phenomenological approach by being purposefully directed to participants lived experiences encapsulating their beliefs, feelings, and convictions about the phenomenon of caring for PCDLD within palliative care. Participants were asked about their experiences of caring for an individual with communication difficulties and a learning disability who experiences distress within palliative care
settings. Prompts were used to develop their responses to this central phenomenon in order to gain an understanding of the care strategies they used to identify and respond to the distress of PCDLD within palliative care settings. The time and place for the conduct of the interviews were based on participants' preferences, which could be a quiet room in their work-setting or one in the university campus. The interviews lasted between twenty-five to ninety minutes, and were flexible because participants were free to stop at any given point if they chose. This allowed the participants the time and scope to talk about their opinions and helped to build vital rapport and trust.
The fieldnotes included a combination of raw data from participants' interviews, personal reflections, and detailed descriptions that enhanced the remembrance of events in the setting. These were written during and immediately after each interview session. The interviews were transcribed verbatim as soon as possible after the interview session and the field-notes were added to the transcripts of the interviews.
Analysis
The data analysis for the study was undertaken by the researcher. It was done on paper using Microsoft Word in order to maintain hermeneutic closeness with the text.
The transcripts were given to participants to check that they accurately reflected their interviews and the academic supervisors assure rigour of the data analysis throughout by ensuring that the emergent themes truly reflected the transcripts. Maintaining rigour in the analysis of qualitative research data can be challenging, therefore a research mentor (academic supervisor) especially with more experience in the specific methods or topics in which one is interested, can be instrumental (Corbin and Strauss, 2015; Marshall and Rossman, 2016) .
The hermeneutic data analysis process used in the study was framed by Van Manen's (1990) precept of hermeneutic data analysis. This process comprises the initial approaches of isolating themes: the "wholistic" approach, the selective or highlighting approach and the detailed or line by line approach, and considers the four life-world existential-themes: corporeality, relationality, temporality, spatiality, and six research activities. Key to a phenomenological study is the need to identify an essence statement that represents the main themes and provides a symbolic response to the research question. Following the verbatim transcription of participants' transcripts, subthemes were identified using the "wholistic" approach, selective or highlighting approach, and the detailed or line-by-line approach. Nineteen subthemes were clustered into seven main-themes to determine the essence statement (See Table 2 ). Table 3 ) to establish their wider significance as essential structures of the participants' lived-experiences. The data are then examined to arrive at the essence statement. These will be presented in the Findings section. 
43-49, CNS).
The professional relationships with family members and carers, allowed for the attainment of foundational and historic knowledge required to understand the distressed PCDLD as Jane explained:
"They had worked with him for about 5 years so they were a great source of err valid information" (Jane, Ln.128-139, RNLD). 
Theme 5: Time-to-care
For the participants, time-to-care was fundamental to the care of distressed PCDLD within palliative care settings. Participants described this as effective time management, which must take into consideration anxiety, caring opportunities, and dying as part of living. Participants explained that time was limited and yet a priority for these individuals and their families. Therefore, participants had to be mindful to provide optimum care, yet having to work within the constraints of available time and certain human limitations. Human limitations in this case included healthcare bureaucracy and the anxiety of delivering care outside professional expertise or familiar care settings, and the dilemmas of where they fit in the bigger picture of palliative care and learning disability services. (Laura, PCSW) .
Linking the main-themes to the overarching lifeworld existential-themes
The seven main-themes were mapped onto Van Manen's four existential-themes as overarching themes (See Table 4 ). This was to emphasise how these main-themes resonated with the existential-themes and their wider significance as crucial constructions of the participants' lived-experiences of caring for this population. Brief explanations are provided followed by, the essence statement. Corporeality was evident within three themes: 'positivity in successful caringoutcomes', 'humane-care', and 'moral-duty of care' as these themes incorporated participants' awareness of the need to be authentically present to be able to provide palliative care that encompassed sincerity and sensitivity.
Temporality encapsulates our temporal way of being in the world (Van Manen, 1990) .
Temporality echoed through the themes 'time to care' and 'future-perspectives' as participants made a deliberate effort to be aware of time in order that timely and appropriate care was provided to address the distress of PCDLD.
Spatiality relates to 'lived-space ' (Van Manen 1990) . Spatiality resonated through the theme of 'comfortable care-environment', which encompassed the participants' discussion on planning care that was sensitive to the spiritual, cultural and religious needs of the distressed and dying PCDLD within the limitations of the actual care environments.
The essence-statement
The goal of the continual examination of the totality of the text was to construe a statement that portrayed the meaning of the fundamental-nature of participants' experience of caring for distressed PCDLD. The essence-statement arrived at was:
Optimism and commitment in building personal and professional relationships, and utilising specialist and physical skills, to provide timely optimum humanecare to distressed people with communication difficulties and a learning disability within comfortable palliative care settings.
The essence-statement representational of the seven main-themes, resonated with Van Manen's lifeworld existential-themes, and was symbolic of a response to the research question. The essence-statement was indicative of the process of caring for distressed PCDLD in palliative care settings as experienced by the participants and had implications for a proposed theoretical model of caring for this population. This will be discussed in a subsequent paper. The concept of adjusting the care-environment to reduce the distress of the PCDLD by ensuring that it was as supportive and culturally and aesthetically appropriate as possible was central to the findings of this study. Participants emphasised the importance of identifying and responding appropriately to any emotional, spiritual, or psycho-social distress experienced by the PCDLD and to ensure that care was planned as optimally as possible within the constraints of the care-environment.
DISCUSSION
Personalising care helped professionals to meet the spiritual, cultural, and religious needs of the PCDLD and to maximise their rights, autonomy and their choices such as where they wanted to be cared for. This is contrary to Tuffrey-Wijne's (1998) findings that demonstrated that many PLDs are denied the chance of dying in their own homes. The cultural relevance of care is also seen to be important in Flower's (2004) work; she argues that of the many variables known to influence health beliefs and practices, culture is one of the most influential.
Time was identified as a key issue in terms of delivering optimal care, not just in terms of considering the care that needed to be delivered now and in the short-term future but also considering the longer-term care needs and issues such as transition. Better access to a more accessible, consistent, and integrated model of palliative care across children's specialist palliative care, adult and community palliative care services.
These findings align with existing literature that argues the need for more seamless, flexible, and accessible services (Addicott and Ashton, 2010) and that end-of-life care
should feature in the other care pathways not just cancer. The participants in this study identified the benefits of training and education and this is echoed in the work by Evans et al., (2012) who recommend that to improve inequality in cancer care healthcare staff must attend awareness sessions about making practical adjustments for PLDs when they are hospitalized.
A limitation of the study was the small sample size and therefore generalisation is not possible although generalisation is rarely a consideration of a phenomenological study. After completing 13 interviews and undertaking analysis, it appeared that saturation had been achieved as no new themes could be identified and it was believed that a continuation of the interviewing process would have been redundant (Bowen, 2008; Mason, 2010) .
This study has highlighted the need for training, and the recognition that positive caring outcomes and experiences were sources of knowledge, which served as a precedent to plan future care. The implication for nursing research, and nurse education is the need for longitudinal studies on RNLDs and PCPs lived experiences of caring for PCDLD within palliative care, and the need to embed such lived-experience concepts within nursing curriculum. This will enhance learning for pre-registration students and continuing professional development of social and healthcare professionals. This is especially important because nursing practice placements on palliative and end-of-life in real life situations are difficult to orchestrate for students.
CONCLUSION
Identifying and addressing the distress of PCDLD within palliative care can be a complex issue. In an attempt to describe more adequately how to care for PCDLD experiencing distress within palliative-care, reduce the dilemma professionals encounter in addressing the distress of PCDLD within palliative care, and enhance their confidence to care, an essence statement was developed within a hermeneutic framework. The statement reads: 'Optimism and commitment in building personal and professional relationships, and utilising specialist and physical skills, to provide timely optimum humane-care to distressed people with communication difficulties and a learning disability within comfortable palliative care settings.
